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==========================

Informal caregivers are non-medically trained persons who offer supportive care to persons who have medical conditions that affect their ability to carry out basic activities of daily living (ADL). Their role(s) in caring for the invalid can be huge and complementary in chronic conditions like in those recuperating from a manifest stroke with disability severe enough to affect ADL.\[[@ref1]\] It is estimated that there are about 60 million stroke survivors in the world and about a third to two-thirds of these are dependent with a modified Rankin score of 3 and above.\[[@ref2]\] The disability-adjusted life year, which is the sum of the number of years lost to ill-health and the number of years lost from life expectancy, is higher in stroke survivors and stroke is also the leading cause of non-accidental chronic disability.\[[@ref3]\]

Caring for stroke survivors informally can be burdensome and particularly so in climes where institutionalized informal care is not readily available.\[[@ref1][@ref4][@ref5][@ref6]\] The corollary is that informal care devolves on close relatives of the invalid. Informal caregiving could cause man-hour losses, physical, mental, and emotional strain and in extreme cases a burnt-out feeling in the caregiver.\[[@ref7][@ref8][@ref9]\]

There are well-established tools for the assessment of informal caregivers' burden, and this has been done in western and other climes. The Zarit Burden Interview (ZBI) is an example of a widely used tool for this purpose.\[[@ref10][@ref11][@ref12]\] Although originally used in the assessment of caregivers' burden in caring for the elderly, its use has been expanded since it was first published about four decades ago.\[[@ref13]\] ZBI is originally a 22-item tool that is grouped into six sections which document the informal caregiver\'s assessment of the burden of caregiving. It also has a second part that allows for global rating of the burden of care, thereby offering the user both quantitative and qualitative assessment of the burden of caregiving. Several short versions that are user-friendly have been developed from the original unabridged version \[[Appendix](#app1){ref-type="app"} for ZBI\].

This study assessed informal caregivers' burden in stroke survivors in a neurology outpatient clinic in sub-Saharan Africa using the ZBI and validated it in the process.

M[ethods]{.smallcaps} {#sec1-2}
=====================

Sixty-four stroke survivors on follow-up in a neurology outpatient clinic were consecutively assessed with a questionnaire for demographics of age, gender, level of education and stroke type, duration of follow-up since discharged from inpatient care, modified Rankin score at the time of discharge and modified Rankin score at the time of evaluation in the clinic for this study and the most important informal caregiver at home was also assessed for age, gender, level of education, relationship to patient, whether caregiver is on stipend or not, duration of care, whether there are other caregivers(s) or not, number of hours of caregiving in 24 h. Furthermore, the caregiver was assessed for whether caregiving was telling on their health or life in any negative way and whether they wanted to be relieved of the caregiving duties or not.

All the caregivers were subsequently assessed with the ZBI, and their scores were recorded in a pro forma. The study was approved by the research and ethics committee of the institution where the study was done.

Data were entered into a spreadsheet and exported to SPSS version 21. Data were presented as proportions and percentages for categorical and discrete variables and mean and standard deviations and median and interquartile range (IQR) for normally and skewed continuous variables, respectively. Data were compared between caregivers that reported that caregiving was telling on their health and those that reported it was not. Categorical variables were compared with Pearson\'s Chi-square and continuous variables with independent *t*-test or median test as appropriate. Symmetric agreement between ZBI score and ZBI global rating and the effect of caregiving on health or life as reported by caregiver was tested on crosstab kappa statistics. The sensitivity and specificity of ZBI score were tested on receiver operated characteristics curve. *P* \< 0.05 was taken as statistically significant for all tests.

R[esults]{.smallcaps} {#sec1-3}
=====================

The mean age of stroke survivors was 66.11 ± 11.60 years, and sex distribution was 21 (32.8%) females and 43 (67.2%) males. 57 (89.1%) had cerebral infarct, and 7 (10.9%) had cerebral hemorrhage. The median duration of follow-up since discharge from in-patient care was 330 days, (IQR 730--39). Median modified Rankin score at discharge and at the time of evaluation in clinic were 4 (IQR 5--3) and 3 (IQR 4--3), respectively \[[Table 1](#T1){ref-type="table"}\].

###### 

Basic characteristics of stroke survivors

  Parameters                                                            Value
  --------------------------------------------------------------------- -------------------
  Mean age±SD (years)                                                   66.11±11.60
  Sex (female/male), *n* (%)                                            21/43 (32.8/67.2)
  Stroke type, *n* (%)                                                  
   Cerebral infarct                                                     57 (89.1)
   Intracerebral hemorrhage                                             7 (10.9)
  Median duration of followup in days (IQR)                             330 (730-39)
  Median Rankin score at discharge in days (IQR)                        4 (5-3)
  Median Rankin score at evaluation in clinic for study in days (IQR)   3 (4-3)

SD=Standard deviation, IQR=Interquartile range

Mean age of most important informal caregivers was 40.67 ± 14.27 years and the sex distribution was 33 (51.6%) females and 29 (48.4%) males. Only 4 (6.2%) of caregivers were not biologically related to the stroke survivors; 14 (21.9%) of caregivers were on stipends; 21 (32.8%) reported that caregiving was telling on their health; and 11 (17.2%) reported that they wanted relief from the burden of caregiving \[[Table 2](#T2){ref-type="table"}\].

###### 

Basic characteristics of caregivers

  Parameter                                                        Value, *n* (%)
  ---------------------------------------------------------------- -------------------
  Mean age±SD (years)                                              40.67±14.27
  Sex (female/male)                                                33/29 (51.6/48.4)
  Caregivers biologically related to stroke survivors              60 (93.8)
  Caregivers on stipends                                           14 (21.9)
  Caregivers that reported that caregiving was telling on health   21 (32.8)
  Caregivers that reported they wanted relief                      11 (17.2)

SD=Standard deviation

Data were subsequently compared between caregivers who reported that caregiving was telling on their health and those that reported it was not.

Caregivers who reported that burden of caregiving was telling on their health compared to those that did not report, did not differ significantly in age (*P* = 0.17), sex (*P* = 0.61), educational level (*P* = 0.16), duration of caregiving (*P* = 0.32), number of hours of caregiving per day (*P* = 0.74), and modified Rankin score of stroke survivors both at discharge and at the time of evaluation for the study (*P* = 0.60), and (*P* = 0.86), respectively \[[Table 3](#T3){ref-type="table"}\].

###### 

Comparing characteristics of caregivers who reported that caregiving was telling on their health versus those that reported otherwise

  Parameter                                                            Caregivers that reported caregiving was telling on health (*n*=43)   Caregivers that reported caregiving was not telling on health (*n*=21)   *P*
  -------------------------------------------------------------------- -------------------------------------------------------------------- ------------------------------------------------------------------------ --------
  Mean age±SD, (years)                                                 63.40±12.39                                                          67.70±11.08                                                              0.17
  Sex (female/male)                                                    24/19                                                                10/11                                                                    0.61
  Educational level                                                                                                                                                                                                  
   No formal education                                                 5                                                                    1                                                                        0.16
   Primary                                                             8                                                                    5                                                                        
   Secondary                                                           4                                                                    6                                                                        
   Tertiary                                                            26                                                                   9                                                                        
  Median duration of caregiving in months (IQR)                        12 (24-1)                                                            24 (36-6.5)                                                              0.32
  Median number of hours of caregiving per day (IQR)                   15 (24-8)                                                            16 (24-12)                                                               0.74
  Median modified Rankin score at discharge in days (IQR)              4 (5-3)                                                              5 (5-3)                                                                  0.60
  Median modified Rankin score at evaluation in clinic in days (IQR)   3 (4-2)                                                              3 (4-2)                                                                  0.86
  Mean ZBI score±SD                                                    30.14±14.81                                                          20.30±12.96                                                              \<0.01

SD=Standard deviation, IQR=Interquartile range, ZBI=Zarit Burden interview

However, mean ZBI score was significantly higher in those that reported that caregiving was telling on their health (30.19 ± 14.81 vs. 20.30 ± 12.96; *P* \< 0.01) \[[Table 3](#T3){ref-type="table"}\]. ZBI global rating of burden of caregiving symmetrically agreed with whether the burden of caregiving was telling on health or not (*k* = 0.33, *P* \< 0.01) \[[Table 4](#T4){ref-type="table"}\].

###### 

Symmetric agreement between Zarit Burden interview global rating of burden of caregiving and caregivers' report of effect of caregiving on health

  Parameters                                  *κ*    *P*
  ------------------------------------------- ------ --------
  ZBI global rating of burden of caregiving   0.33   \<0.01
  Effect of caregiving on health                     

ZBI=Zarit Burden interview

The sensitivity and specificity of ZBI numerical scale were70% and 68.4%, respectively, area under the curve = 0.69, *P* = 0.01 \[[Figure 1](#F1){ref-type="fig"}\].

![ROC curve showing sensitivity and specificity of Zarit Burden Interview](AAM-16-46-g001){#F1}
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========================

The mean age of the stroke survivors and the preponderance of males are consistent with similar studies as well as the predominance of cerebral infarcts as the stroke type.\[[@ref14]\] The long median duration of follow-up (330 days) and higher median Rankin score at the time of discharge and evaluation in clinic for the stroke survivors are remarkable as they provided ample opportunity to assess the burden of informal caregivers in predominantly dependent (Rankin score of 3 and above) subjects. The burden of informal caregiving is known to be affected by the level of dependence of the subject being cared for and also by the duration of caregiving.\[[@ref1][@ref13][@ref15][@ref16]\] The relative younger age of the caregivers and the female sex preponderance are also noteworthy; it may be reflective of the age range of fitness of the individuals who can offer caregiving and the general tendency to have more females in informal caregiving and home nursing.\[[@ref13][@ref15][@ref17]\] That the majority of caregivers were biologically related to the stroke survivors is indicative of the relative scarcity of institutionalized informal caregiving in the clime in which the study was carried out. Institutionalized informal caregiving scarcely exists in sub-Saharan Africa hence caregiving by biologic relatives is the rule rather than the exception.\[[@ref18][@ref19]\] This is corroborated by the small number (about a fifth) of caregivers that received stipends for caregiving.

Remarkably, about a third (32.1%) of caregivers reported that the burden of caregiving was telling on their health and about a fifth (17.2%) said they wanted to be relieved of their caregiving duties. The proportion of those that reported that caregiving was affecting their health in a negative way is huge in our opinion, and particularly so in a clime where social security like health insurance is almost not existent for the large majority. The social effect of this is that the caregivers have to seek help on their own and this adds to the societal burden of disease.

  --------------------------------------------------
  Coordinates of the curve\                  
  Test result variable(s): Overall           
  ---------------------------------- ------- -------
  0.0000                             1.000   1.000

  1.5000                             0.700   0.316

  3.0000                             0.000   0.000
  --------------------------------------------------

The test result variable(s): Overall has at least one tie between the positive actual state group and the negative actual state group

  Area    *P*    95% CI   
  ------- ------ -------- -------
  0.692   0.01   0.547    0.837

CI=Confidence interval

The absence of significant differences between the demographic characteristics of age, sex, educational level, and modified Rankin scores of stroke survivors whose caregivers reported that caregiving was telling on their health and those that reported it was not, suggests that factors inherent in the caregivers might be more prevalent in determining the effect of caregiving on health in this study.\[[@ref19]\] However, related studies have shown that the age, sex, educational level, and level of functional independence as measured by modified Rankin score of the stroke survivor and the age and educational level of the caregiver and hours per day of caregiving are determinants of the burden of caregiving.\[[@ref14][@ref20][@ref21]\]

It is noteworthy that ZBI measure of caregivers' burden was numerically and qualitatively (global rating) higher in caregivers that reported that caregiving was telling on their health. This assesses the burden of caregiving as reported by the caregiver. The 33% symmetric agreement between ZBI global rating of the burden of caregiving and caregivers' assessment of the effect of caregiving on their health may appear low, but that it achieved statistical significance deserves to be mentioned. Although the sensitivity and specificity of ZBI score were significantly moderate (70 and 68.4%, respectively), it, however, shows that it could safely be used to objectively assess the burden of caregiving as have been profusely done in similar studies in other climes.\[[@ref22]\] Its use in populations of similar composition is therefore recommended.

The small sample size of study participants is an obvious limitation in this work.
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**I[nstructions:]{.smallcaps}**

*The following is a list of statements which reflect how people sometimes feel when taking care of another person*.

*After each statement, indicate how often you feel that way: never, rarely, sometimes, quite frequently, or nearly* always. There are no right or wrong answers.

1\. Do you feel that your relative asks for more help than he or she needs?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

2\. Do you feel that, because of the time you spend with your relative, you don't have enough time for yourself?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

3\. Do you feel stressed between caring for your relative and trying to meet other responsibilities for your family or work?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

4\. Do you feel embarrassed about your relative\'s behavior?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

5\. Do you feel angry when you are around your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

6\. Do you feel that your relative currently affects your relationship with other family members?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

7\. Are you afraid about what the future holds for your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

8\. Do you feel that your relative is dependent upon you?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

9\. Do you feel strained when you are around your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

10\. Do you feel that your health has suffered because of your involvement with your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

11\. Do you feel that you don't have as much privacy as you would like, because of your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

12\. Do you feel that your social life has suffered because you are caring for your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

13\. Do you feel uncomfortable having your friends over because of your relative?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

14\. Do you feel that your relative seems to expect you to take care of him or her, as if you were the only one he or she could depend on?

0\. Never 1 Rarely 2 Sometimes 3 Quite Frequently 4 Nearly Always

Zarit SH, Reever KE, Bach-Peterson J. Relatives of the impaired elderly: Correlates of feelings of burden. Gerontologist 1980;20:649-55.

**Scoring:**

The Burden Interview is scored by adding the numbered responses of the individual items.

Higher scores indicate greater caregiver distress. The Burden Interview, however, should not be taken as the only indicator of the caregiver\'s emotional state. Clinical observations and other instruments, such as measures of depression, should be used to supplement this measure.

Norms for the Burden Interview have not been computed, but estimates of the degree of burden can be made from preliminary fifindings. These are:

0--20: Little or no burden

21--40: Mild to moderate burden

41--60: Moderate to severe burden

61--88: Severe burden.
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